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Primary care physicians are increasingly incorporating
screening tools for substance use disorders (SUDs) and
referral to treatment into their practice. Despite efforts to
provide access to treatment, patients with SUDs remain
at an increased risk of mortality, both from overdose and
from general medical conditions. Advance care planning
(ACP) is recommended for patients with chronic, progres-
sive medical conditions such as malignancies or heart
failure. Though SUDs are widely acknowledged to be
chronic diseases associatedwith an increased risk ofmor-
tality, there has been little discussion on ACP in this
population. ACP is a discussion regarding future care,
often including selection of a surrogate decision-maker
and completion of an advanced directive. ACP has been
associated with better quality of end-of-life and care more
consistent with patient preferences. Studies in other vul-
nerable populations have shown that marginalized and
high-risk individuals may be less likely to receive ACP.
Similarly, patients with SUDs may employ different
decision-makers than that defined by law (i.e., friend vs.
family member), increasing the importance of discussing
patient values and social structure. Physicians should
routinely conduct ACP conversations with patients with
SUDs, especially those with chronic, progressive medical
conditions and/or severe, uncontrolled substance use
disorders.
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INTRODUCTION

AL is a 53-year-old male with a history of intravenous heroin
use, major depressive disorder, panic disorder, hypertension,
and tobacco use who you see in your ambulatory practice. He
follows up intermittently but has been seen in the emergency
department twice over the last year for accidental overdoses
requiring naloxone. His wife also has an opioid use disorder

and was hospitalized last year for an overdose. AL is has been
estranged from his parents and siblings for over 5 years. He
has one son who is 17 years old and lives across the country.
AL is currently living with a friend and not in contact with his
wife, though they are still married. He has been reluctant to
start medication-assisted therapy for opioid use disorder,
though does take medication for depression. Your usual office
visits normally focus on managing his medications and
counseling on smoking cessation. Is this a patient who would
benefit from advance care planning (ACP)?
Most primary care physicians are familiar with patients like

AL. It is estimated that approximately 8% of individuals
12 years of age and older have a substance use disorder
(SUD).1 SUD is defined by the DSM-V as “a condition in
which the use of one or more substances leads to clinically
significant impairment or distress”.2 It accounts for a substan-
tial number of emergency department visits and is associated
with a multifactorial increase in morbidity and mortality.3–6

Those with SUDs have significantly higher rate of accidents,
overdose, and trauma.3, 7–12 Since 1999, overdose deaths have
nearly tripled, particularly from intravenous heroin and syn-
thetic opioids such as fentanyl.13 In addition, mortality from
liver disease, cardiovascular disease, cancer, infectious dis-
eases, smoking-related conditions, and suicide is significantly
higher in persons with SUDs.3–6, 10–12, 14–18 Finally, SUDs are
more common in marginalized communities with lower aver-
age education level and socioeconomic status, which also
impacts mortality.14, 19 By and large, with the exception of
driving-related accidents, mortality remains increased even in
patients who are currently on medication-assisted therapy for
SUDs.10, 20

Mortality aside, similar to AL, patients with SUDs frequent-
ly come from families where SUDs are present through mul-
tiple generations.21, 22 These family dynamics may lead to
strained and estranged relationships due to economic and
psychological consequences of substance use.23 By default,
the law generally determines health surrogate to be spouse,
followed by adult children, followed by parents, unless the
patient has documented other choices. Patients with SUDs
may feel closer to non-family members when considering
the best individual to be their surrogate decision-maker.
Despite the increased mortality and social circumstances of

people with SUDs, there has been minimal discussion on ACP
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in this population. ACP involves discussions between patients
and healthcare providers about end-of-life care,24 particularly
in the circumstance in which patients are unable to make
decisions. SUDs are not included in any ACP guidelines nor
have there been studies evaluating patterns of ACP in people
with SUDs.24, 25 We propose that there should be more dis-
cussion in the medical community about ACP in patients with
SUDs.

CURRENT IMPLEMENTATION OF ADVANCE CARE
PLANNING

Advance care planning (ACP) has been associated with pos-
itive outcomes including better quality of end-of-life, care
more consistent with patient preferences, and improved be-
reavement outcomes for families.25 It is best discussed when a
patient is able to participate and can be distinguished from a
goals of care conversation that occurs during an acute illness.
The prevalence of ACP in the primary care setting ranges from
20 to 80% when reported by physicians and from 15 to 35%
when reported by patients, the higher percentages representing
those with terminal illnesses.26 While there have not been
studies among patients with SUDs, there has been research
on ACP among other vulnerable populations, including those
who are homeless, persons living with HIV, and patients with
mental health disorders. Lower socioeconomic status, lower
education level, social isolation, homelessness, and ethnic/
racial minorities were associated with a lower level of ACP
completion.27–30 As such, we suspect that the level of ACP is
also low in patients with SUDs.
This low completion of ACP is likely largely due to difficul-

ties establishing sustainable continuing care for patients with
SUDs. Multiple studies have documented difficulty with conti-
nuity of care among this population both immediately after
detoxification and longer term.31–35 Often, patients with SUDs
are intermittently unemployed, reducing the likelihood that they
will have employer-sponsored health insurance and requiring
complex navigation of the healthcare system to obtain coverage.
Their coverage is often fragmented between substance use treat-
ment centers, urgent cares, and psychiatric settings,36 where it
may be less likely that providers are trained in ACP.

CURRENT ACP GUIDELINES—HOW CAN SUD FIT IN?

It has not been until fairly recently that guidelines have been
developed for how to discuss ACP with patients. In 2009, the
British Geriatrics Society and the Royal College of Physicians
described their concise, evidence-based guidelines to ACP
which recommend initiating discussions of ACP in patients
with long-term conditions or those receiving end-of-life care.
This society recommended initiating ACP in the outpatient
setting before individuals become acutely unwell.24 More
recently, the American College of Physicians published a
position statement25 describing a similar subset of patients in

whom ACP discussions should take place, including all pa-
tients with a serious and life-threatening illness such as meta-
static cancer, congestive heart failure, chronic kidney disease,
and COPD, and any patient a physician would say “no” to the
question “would you be surprised if this patient died in the
next year25?”
The term “serious and/or life-threatening illness” is tradi-

tionally applied to patients with multiple medical comorbidi-
ties. Physicians may forget that SUDs are also diseases with a
chronic course involving relapse and remission and can be
mild, moderate, or severe.37 One literature review noted little
evidence for short-term detoxification or stabilization of
SUDs; rather, recommended management of these illnesses
includes screening, long-term treatment, and monitoring.38

Primary care physicians should be screening for and openly
discussing SUD just as they do with diabetes, heart failure, and
malignancy. And just as we encourage a patient with advanced
cancer to simultaneously treat their cancer and complete ACP,
we can continue to treat SUDs via medication-assisted therapy
or harm reduction37 while also encouraging ACP. A phrase we
use commonly at our institution is “hope for and encourage the
best, but prepare for the worst.”
The question “would you be surprised if this patient died

within the next year” is a validated question regarding physi-
cians’ ability to predict patient mortality.39–41 In our introduc-
tory case, we described a patient, AL, who has had two
overdoses in the past year. It would be difficult to find a
physician who would not be surprised if AL died in the next
year, yet the current guidelines do not include him. AL cer-
tainly needs assistance with treatment of his SUD or harm
reduction including naloxone and clean needles if he is not
ready for treatment, but, even with treatment, AL remains at
high risk for mortality. His opioid use disorder also interferes
with adherence to treatment for diabetes, hypertension, mental
health conditions, and nicotine use, increasing his risk of an
early death from heart disease, stroke, suicide, and other
conditions.

NEXT STEPS: WHAT CAN YOU DO?

Programs that serve individuals with SUDs should integrate
ACP into their standard practices and train clinicians on how
to have ACP conversations. While ACP should ideally be
incorporated into routine care of all patients with SUDs, this
may not be practical. There are two validated tools through the
VA that are used extensively for risk stratification of patients
on chronic opioid therapy that may be applicable to patients
with SUDs: (1) the Risk Index for Serious Prescription
Opioid-Induced Respiratory Depression or Overdose
(RIOSORD)42 and (2) the Stratification Tool for Opioid Risk
Mitigation (STORM).42, 43 These have been validated in large
Veteran populations for predicting overdose and adverse
events among patients on chronic opioid therapy. While we
are mainly discussing patients with diagnosed SUDs rather
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than the larger population on chronic opioid therapy, these
tools still apply. Each tool incorporates factors that have been
well documented to increase the risk of overdose including a
psychiatric diagnosis, a history of cerebrovascular disease,
previous overdose or suicide attempt, and co-prescription of
other sedating medications.42, 43 There is also a prognostic
model for overdoses among patients on chronic opioid therapy
being developed in a non-VA population that found similar
predictors of overdose with the addition of tobacco use and
hepatitis C diagnoses as possible predictors.44 We recommend
prioritizing ACP for individuals who meet these criteria or are
at an increased risk of mortality independent of substance use
for reasons such as age or poorly controlled comorbidities.
With regard to addressing ACP, strong patient-provider

relationships are key, particularly among those inmarginalized
populations.27 The specifics of ACP vary, but documenting a
surrogate decision-maker for every patient is a crucial first step
and should be frequently readdressed. How to do so legally
will vary state by state. The next step is to discuss and
document patient values and encourage completion of an
advance directive that outlines acceptance and refusal of spe-
cific treatments in a future clinical scenario.24 REMAP is an
acronym developed for goals of care conversations that can be
adapted for ACP45:

1. R: Raise the issue, normalize ACP, and ask permission:
“I talk to all of my patients about ACP, would it be okay
if we talked about this today?”

2. E: Empathize: “I know these things can be hard to talk
about.”

3. M: Map out what’s important to the patient:
(a) Obtain a surrogate decision-maker: “Is there some-

one in your life you would trust to make medical
decisions for you if you were unable to do so?” It is
important to emphasize that this person can be
family, a friend, or even a neighbor.

(b) Map out patient values using questions such as “If
you were seriously ill, what would be most
important to you?”, and “What would you be
worried about?”

4. A: Affirm the patient: “Thank you for having this
discussion.”

5. P: Propose a plan. This involves encouraging the patient
to complete a written advance directive and have a
discussion with his or her surrogate.

After the initial conversation, future visits with the patient
should involve confirming the surrogate and checking in for
any new thoughts if their medical condition has changed.
Many challenges may come up when discussing ACP with

individuals with SUDs. This population is often not engaged
with the medical system, may not be adherent to physician
recommendations, and may intermittently lack capacity to
make decisions.46 In general, it is difficult for patients in active
substance use to think long-term, partly due to their disease

and partly because they are more focused on obtaining a
substance to avoid withdrawal. Other common barriers raised
include time and difficulty prioritizing ACP in the setting of
multiple uncontrolled comorbidities.47We also emphasize that
ACP is not a stand-alone process, but rather part of a broader
conversation with patients about their substance use. We en-
courage providers to incorporate ACP into discussions they
are already having with patients about the risks of their
substance use, creation of a safety plan, medication-assisted
therapy if applicable, and care coordination.
Similar to other illnesses seen in primary care, SUDs are

chronic, relapsing diseases that are difficult to treat. Patients
with SUDs should be explicitly included in guidelines for
ACP. Research must be done quantifying ACP in patients with
SUDs and determining how best to address ACP with this
population. Most physicians have seen patients with SUDs
whom they would not be surprised to die in the next year,
whether directly related to the SUD or not. While we work
towards treating SUDs, and hope for the best, we should not
forget to guide patients and their loved ones to prepare for the
worst.
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